D ying with dignity has become a slogan of opposition to degrading and useless technological prolongations of biological life, when a patient's organism, though still minimally functional, no longer supports or permits the exercise of intelligent and personal control over life's events. All would agree that it is an appalling degradation of human dignity to treat a person as a mere object. We readily accept this as a moral basis of our dealings with one another in all phases of life. The slogan, "dying with dignity," is a call to respect this moral foundation in our relationship to those who are dying.
Blaise Pascal had said that a human being, even when subjected to the laws of nature that dictate descent into death, remains superior to the entire universe. This is so, because a human being can know that he or she dies, while the universe knows nothing about what it does. True, but only partly. The balancing truth is that human dignity does not reside in the power for thought and knowledge alone. Dignity comes to mature expression in the power to act knowledgeably and sensibly, and to command respect for one's considered and cherished intentions.
Patients surviving on mandatory life-support technology are not always able to act in accordance with their considered and cherished intentions. They would often need help so to act, and they cannot always command attention, understanding, and respect from others for a choice and decision that seemingly contradict a constitutive purpose of medicine. These persons may wonder about the worth of being superior to the universe, when they feel inferior to a life-support machine because of an inability to command if, when, and for how long it will be used.
The kind of decisions that have to be taken for and with dying persons are not purely technical. They become an intrinsic component of the event of dying. Depending on the content and mode of these decisions, some people will have the chance to die well, masters of their dying, not alone and not lonely. Others may die before their time, without a chance to live their dying through. Others may die too late, reduced to biological systems that have to be tended. Some may die uninformed and unenlightened, caught trying to play Scene One when the drama is about to close. Still others may die, who could have lived.
Decisions with such consequences are eminently moral. They cannot be made without calling upon and expressing our deepest values and beliefs about what is truly worthwhile in life. People may differ profoundly on such matters. Consequently, even once we move beyond negligence, insensitivity, incompetent pain control, mindless medical intervention, reflex applications of medical technology, and medical paternalism, "dying with dignity" remains as a plea for compassionate understanding, as a category of controversy, and as a symbol of our quest for a moral and societal consensus.
"Dying with dignity" means dramatically different things to different people. The slogan is used in support of such morally disparate approaches to the care of the terminally ill as withholding clinically useless life-prolonging treatment, active euthanasia, and rational suicide. Obviously, the need for moral discernment is pressing.
We should not, however, focus attention exclusively on ethically difficult and controversial decisions. These decisions have to be seen against the broader horizon opened by the questions of how one's dying can become the definitive expression of the meaning one has given to life and to love. This is what really matters, and it is a high achievement. The achievement takes shape in relationships marked by lucidity, autonomy, fidelity, and humanity (1). This last characteristic of dignity emphasizes that we are, each of us, unique and different from all others in our personal histories. So there is no one protocol dictating how we should die, let alone how we should die with dignity. We do share a common humanity, however, and dignity has its conditions.
In a first sense, dying with dignity means dying without a frantic technical fuss and bother to squeeze out a few more moments or hours of biological life, when the important thing is to live out one's last moments as fully, consciously, and courageously as possible. Helping people to die with dignity means recognizing that biological life is not an absolute, not the highest value. It means recognizing that a moment arrives when technological attempts to prolong biological life may interfere with higher personal values and should give way to other forms of care.
Second, dying with dignity means dying without that twisting, racking pain that totally ties up a person's consciousness and leaves him or her free for nothing and no one else. Methods exist today to control pain while maintaining patient consciousness. Yet a wide gap still exists between what can be done and what is in fact achieved. Many patients still suffer high enough levels of pain to make pain the dominant experience during their final period of life. Their consciousness shrivels to the level of that experience. This process is degrading, particularly so when it can be avoided but is not avoided, because of ignorance or insensitivity. In her review of this problem, Dr Marcia Angell asks "It is generally agreed that most pain, no matter how severe, can be effectively relieved by narcotic analgesics. Why this inconsistency between what is practised and what is possible?" (2) Third, dying with dignity means dying in surroundings that are worthy of a human being who is about to live what should be one's "finest hour." When our bodies, which mirror the world to us, are in a phase of final collapse, we are not helped to rise to the pitch of our dignity when we are placed in sterile rooms devoid of art and all the objects that carry the rich memories of our lives. Matters are worse if our last days of consciousness and relationship with those who contributed to the meaning of our lives are dominated by the intrusive apparatus of life-prolonging technology. The environment of a dying patient should clearly say: the technical drama of medicine has receded to the background to give way to the central human drama, the drama, as the poet would say, of a unique human being "wrestling with his God."
Fourth, dying with dignity means that people meet one another simply and richly as human beings. In extreme situations, in situations of war, catastrophy, and death, our common humanity comes to the fore and levels the importance of the many differences that distinguish us from one another and place us in classes of various kinds. Professional roles, attitudes, and masks are a necessary part of life at various times for diverse relationships and occasions of human contact.
Dying, however, is that very unique moment of living that calls for genuine person-to-person contact, for communication that expresses the unique person one is, not just the trained professional one happens to have become.
Dying cannot be done well without genuine human encounters. Dying is not meant to be just "passing away." Achieving these encounters is an integral part of what dying means. Dying is meant to be a very unique kind of living. This is the privileged moment to move beyond all pretense, beyond the fragmented refractions of ourselves that we project through our roles, professional and other, through our biases and all other cramping restrictions that may have imprisoned the open freedom of our spirit.
Fifth, to die with dignity is an art. The ancients spoke of the ars moriendi, the art of dying. Dying is one of the performing arts. Dying can be something that one is meant not simply to do, but that one does with one's own personal style. How could it be otherwise, if the performance called for is a final integration of one's life? Life, however, is an ongoing process and pattern of communication. So this integration has to be also an integration of one's relationships. Indeed, dying is a high and difficult achievement. This is why a moment arrives when open, genuine communication is the only last thing that really matters.
Sixth, dying with dignity means dying with one's eyes open. When we die with our eyes open, we don't play games. We don't pretend. We find and give to one another the courage to admit what is happening. We face the fact of having to die and, as well, the possible confusion, deep frustration, and experience of emptiness at the fact of having to die now. We look this reality in the face. A human being who can do this is already ahead of dying and superior to death.
Seventh, dying with dignity means dying with one's mind open. The really hard questions that go to the core of our dreams and hopes will face us unanswered at the time of dying. To die firmly holding on to these questions, to refuse to latch on to some little myth that will reduce the questions to harmlessness and rob them of their power to echo through the soul, is what dying with one's mind open demands.
I once saw an old man do this. He went raging into the night with a fierce desire to know. He also went with a smile. He was already ahead of his questions.
Eighth, to die with dignity means dying with one's heart open. We might think that concern for others, living beyond self-centredness, is the way to be when we are young, strong, alive, with all our future in front of us. But when we are dying?
This surely is the time to be centred on ourselves.
Perhaps. Dying can bring one to varying degrees of fear and anxiety. Both can narrow one's concerns and constrict the reach of one's heart to others. But I've seen a young woman master the fear and anxiety. She died with her heart turned towards her loved ones and towards those who had cared for her during her terminal cancer. It was a very odd experience. We usually feel great pity for a young person dying in this way. She seemed to feel a great sadness for us, a sadness filled with understanding.
Because her heart was open to us in her most difficult hour, she opened our hearts to one another and gave us a bond of trust. She gave us something of herself that reached beyond her death and that her death could not take away. She made us want to live courageously and to live for o"thers.
Dying is meant to be an act of life, an act of integration, and an act of communication. Professional skills are there to serve the achievement of these acts. At this moment, professional authority gives way to the new authority that ap-pears in a person who rises to the demands of dying with unique and personal dignity.
Of course, reality is always too varied and complex to fit neatly into anyone model of what dying with dignity means. What does respect for dignity demand or permit when patients are young and in deep, irreversible coma, or are old and in deep, irreversible dementia? Is there dignity in the act of denial, in a person's steadfast refusal to admit, at least publicly, that death is imminent? Can anger and rebellion be as dignified as serenacceptance?
We would do well to go slowly in fixing the modes of dignity in dying. The one attitude we must criticize is thanatological totalitarianism, the idea that there is only one right way to die.
